Aims: To gain an understanding of patients´ perspectives and perceptions of chronic obstructive pulmonary disease (COPD) at the time of diagnosis.
Introduction
Chronic obstructive pulmonary disease (COPD) is a major cause of morbidity and mortality among adults. The airflow obstruction in COPD is progressive, not fully reversible, and does not change markedly over time.
1,2 COPD is usually not diagnosed until it is clinically apparent and moderately advanced; 3, 4 significant airflow obstruction is present before the individual is aware of the disease, and the lack of symptoms is a reason for late diagnosis. 5 In addition, serious underdiagnosis of COPD is common. [5] [6] [7] COPD is predominantly caused by smoking, and stopping smoking is the most effective treatment to stop disease progression. 8, 9 It is therefore important to detect and diagnose COPD as early as possible. 10 Early symptoms of COPD have previously been described as 'chronic bronchitis', 11 and though the term 'COPD' has been used by professionals for several decades, it has not been recognised by the general public until recently. 12 There is common agreement regarding the symptoms and signs of COPD when it initially presents. [1] [2] [3] [4] Early symptoms such as morning cough or shortness of breath on vigorous exertion are important indicators to be aware of. Studies of patientsṕ erspectives at this early stage have not, to our knowledge, been published. Consequently, there is a need for research on patients´ views to get a better understanding of the process underlying detection of the disease. Qualitative research methods are appropriate for exploring new research areas.
The aim of this study was to gain an understanding of COPD patients´ perspectives and perceptions of their disease at the time of COPD diagnosis.
Methods

Qualitative research method -grounded theory
The grounded theory qualitative research method according to Glaser and Strauss 13 is suited to areas that have not previously been explored, since the approach allows the emergence of theory from the data. Grounded theory is an inductive method for generating hypotheses and models emerging from data. It can shed light on people's life situations and how they perceive and cope with disease.
14
Study population
Patients in primary care in Sweden, newly diagnosed with COPD or diagnosed with suspected COPD, were recruited by their physician. Some patients had not yet received the diagnosis of COPD at the time of the interview; in these cases, spirometry performed after the interview confirmed the diagnosis.
Inclusion criteria were: suspected COPD, or a diagnosis of COPD within the previous year; and a minimum total tobacco consumption of 10 pack-years. Exclusion criteria were: a postbronchodilator FEV 1 /FVC ratio above 0.7 (70%), indicating no airway obstruction according to the Global Initiative for Obstructive Lung Disease (GOLD) 4 criteria; and a current diagnosis of asthma or heart disease.
Patients´ characteristics are presented in Table 1 Copyright GPIAG -Reproduction prohibited http://www.thepcrj.org C o p y r i g h t G e n e r a l P r a c t i c e A i r w a y s G r o u p R e p r o d u c t i o n P r o h i b i t e d patients were free to raise the issues that were important to them. The data was coded line-by-line in the OpenCode program. 16 At first, the coding was open, analysing every sentence to generate substantive codes which were then grouped into seven subcategories and five main categories. Comparisons were constantly made and memos written during the process. Thereafter, selective coding was done, focussing on a core category central to the data and related to all categories. The final theoretical coding formed a structure which integrated the categories for the purpose of building a model. Saturation was achieved after eight interviews.
All the patients provided informed consent. The study was approved by the Research Ethics Committee at Örebro Regional Hospital.
Results
The results are presented with the aid of a theoretical model ( Figure 1 ) constructed from the data analysis. Quotations illustrate the categories ( Table 2) .
Consequences of smoking emerged as the core category. Five main categories Shame, Appearance of symptoms, Adaptation, Reflection and Action were defined. The core category, main categories and seven subcategories interacted and described a process.
The patients had started smoking without knowing or thinking about future consequences. Smoking continued for years before the Appearance of symptoms. One indicator of disease progression was Restrictions in physical activity.
Adaptation to the disease could appear parallel to appearance of symptoms. Reflection on smoking as a risk factor for getting a disease, including Reflection on stopping smoking and Reflection on seeking advice, was part of the process. The main category, Action, constituted active steps to seek medical advice or to deal otherwise with the disease. The presence of acute symptoms promoted the seeking of care: Take action. Getting a diagnosis was important to the patients, but also filled them with fear -for example, a fear of cancer. Shame Shame proved to be a main category that interacted with most others and also hindered people from taking action. Shame was evident throughout the interviews and this category emerged from the entire process during the analysis. Although not always explicit, there were statements that referred to the disease as being self-inflicted and caused by smoking. Shame was undoubtedly an obstacle to seeking advice.
Appearance of symptoms
Symptoms could be present, but were initially not recognised by the patient as signs of disease.
Appearance of symptoms was an indicator of disease progression. Initial symptoms occurred intermittently, and often in combination with upper respiratory tract infections. Symptoms such as coughing, wheezing, rattling, secretion production, and moments of difficulty in breathing, could appear.
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Restrictions in physical activity In the beginning there were no obvious symptoms or restrictions in physical activity. As the disease progressed, physical ability decreased. Successive deterioration with more symptoms of panting and heavy breathing eventually became obvious. A sudden change -getting breathless during physical activity -was expressed as a contrast. The change in physical ability was expressed as loss of energy, a feeling of fatigue, or of becoming physically restricted compared to others. Adaptation Adaptation was a method to cope with symptoms, especially connected to physical activity. Avoiding or giving up physical activity were two ways of adaptation. Adjusting an activity could include slowing down the speed and intensity, or stopping during the activity and using some breathing technique. There was also an intention to hide breathlessness.
Other ways of adaptation were to neglect symptoms, not recognise restrictions, and getting used to coughing in the mornings.
Reflection
Reflection on the disease occurred at different time points and could start parallel to adaptation. When starting smoking the patients were not aware of the risks of smoking. Statements about having exposed oneself voluntarily, and thereby damaging the lungs, revealed a sense of shame. This could cause delay in reflection on seeking advice. Poor physical condition, or ageing, were explanations for not being physically active.
Reflection on stopping smoking
Reflection on stopping smoking was a component of the reflection part of the process. It was influenced by the media. Earlier experience of failing to give up smoking could stop the interviewee from considering it at this stage, i.e. resignation. A factor encouraging the patients to smoke was their unawareness of disease.
Reflection on seeking advice
Reflection on seeking advice could also be delayed. Patients refrained from talking about breathing problems, or did not seek medical advice due to insufficient knowledge of COPD. They also perceived the symptoms as being too mild. Examples were given of seeking medical advice for symptoms and not being warned of the possibilities of developing a serious disease or of receiving a diagnosis of COPD (Table 2) . Action Take action illustrates the moment when the patients were ready to do something about their situation (see Figure 1) . The subcategories Stopping smoking and Seeking advice from family, friends or health care were active steps. Support for Stopping smoking came from different sources. Encouragement from family and friends was important. Accelerating symptoms such as coughing strengthened the decision to stop smoking. Positive feedback after having stopped -e.g. disappearance of the cough and secretions, and easier breathing -helped the patients to remain smokefree.
Action was triggered by several factors. Contact with health care could lead to action such as support over Stopping smoking, Examinations or Getting a diagnosis. When acute symptoms appeared, the contact with health care could be at an emergency department or in primary care.
Some physicians never asked about smoking, while others always asked. The patients expected the physician to give an ultimate message to stop smoking.
Examinations
The most important examination from the patients´ viewpoint was the chest X-ray. Spirometry was not known by the patients as an important test. Information about results from spirometry consisted of quantification of remaining or lost lung capacity. Knowing the results of examinations could affect attitudes to performing physical activity. The patients expected more explanation of their results. Limited information about earlier results could influence them to continue smoking (Table 2) .
Getting a diagnosis
The diagnostic process was experienced as a prolonged one. There were uncertainties about a clear diagnosis, especially between asthma and COPD. When patients were informed about a COPD diagnosis, they were more willing to stop smoking.
In connection with getting the diagnosis, reflections about the future appeared. These included thoughts about worsening of symptoms, a need for oxygen support, mortality, uncertainty about their ability to stop smoking, remorse and resignation -i.e. thinking about their ability to manage various problems and go on living with the disease, but also thinking of disease progression.
Discussion
This study presents the consequences of smoking. These are related to other factors in a process model to describe COPD patients´ perspectives during the process of COPD diagnosis. New knowledge about shame as an important factor influencing this process has emerged: as far as we are aware, no previous study has shown the importance of shame in connection with a diagnosis of COPD.
Symptoms of emerging COPD are absent when the process starts, and are hard to define. One problem was the difficulties in knowing when the disease had started, and what symptom to recognise as the first sign of the disease. COPD often has its roots decades before the onset of symptoms. 8 
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answers to questions can vary considerably -for example, regarding symptom onset (see Table 1 ). Decreasing physical ability can indicate progression of the disease. The cardinal symptom -dyspnoea -can be minor because the patient adapts to lower levels of activity. A key question is about changes in physical activity.
Some strategies for handling the disease are mentioned. Early on, symptoms are minor and perhaps this is why few strategies for handling them are mentioned. In another study of older patients with daily symptoms, two major themes were described; adjusting physically to COPD, and adjusting emotionally. 17 Patients' perception of symptoms as being self-inflicted leads to delay in seeking medical advice, as described previously. 18 Shame is an important cause of delay in this part of the process. Connections between lung cancer and shame have been published previously, 19 but this relationship has not been clearly identified for COPD before. When action is taken, it is a result of a reflective process. Crucial moments occur when readiness for taking action is evident, e.g. when contracting pneumonia, getting acute symptoms, or successively deteriorating physical capacity. The patient's motivation to take action can be higher on these occasions, as discussed in connection with the Prochaska and DiClemente stage-of-change model. 20 Lack of confidence in health care and low availability of care are obstacles to consultation. Moreover, the patient can seek primary care attention for other diseases where the need to evaluate breathing problems is less obvious and perhaps impossible during the actual consultation.
When the patient is ready to act, it is important that health care interventions and messages are accurate so that they give support. A clear message about results of examinations and a clear diagnosis are crucial if the patient is to take action -for
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COPD patients´ perspectives at the time of diagnosis: a qualitative study PRIMARY CARE RESPIRATORY JOURNAL www.thepcrj.org Table 2 . Categories and quotations. example, giving up smoking. Spirometry, which is required for a definite diagnosis, was not considered interesting by the patients. Examination results are often, unfortunately, communicated to the patient without assurance as to how the message is received: not telling about or explaining a result can be interpreted as good news, or alternatively may make the patient suspect that there is something wrong. This depends on the patients' expectations, while the health professional is unaware of the possible breakdown in communication. The need for more information about the disease, as well as strategies that physicians may use to facilitate discussion of prognosis with patients with severe COPD, have been expressed in other studies. [21] [22] [23] The selection of patients limits the applicability of this study to current or former smokers while COPD is being diagnosed. 'Never-smokers' can also contract COPD but this is restricted to a prevalence of about 4-5% of patients reporting physician-diagnosed COPD. 24 Grounded theory requires continuous theoretical sampling to direct further data collection. Given the limited number of possible patients, sampling was mainly purposeful and intended to describe the research area. This is in line with the grounded theory concept, which "... starts in a site, without knowing what the research question or main concern is until it emerges".
14 The present sampling strategies represent an adaptation to real-world conditions: the strategies meet the information needs of the study. 25 Finally, although we attempted to generate categories and a model strictly from empirical data, it cannot be excluded that the authors' preconceptions may have influenced the results and conclusions of the study. Further studies are needed to shed light on this, as well as on the relative importance of the different categories identified in this study based on a limited number of informants.
Conclusion
Reflection about smoking and emotions of shame related to smoking were revealed. This can delay the moment of taking action. In practice it is of great importance to ask the patient about changes in his or her perceptions of physical ability. This is also an opportunity to identify something that patients can recognise on their own. Centres which manage patients who present with acute symptoms where the diagnosis of COPD is possible should alert the patient and the physician responsible, so that possible COPD can be investigated. Getting a diagnosis as confirmation of the developing disease is a great priority for the patients.
A clear message to health professionals is to seize the opportunity when the presumptive COPD patient is receptive towards support and further action. Health professionals also need to be aware of possible underlying shame so that they can detect and support COPD patients appropriately. This is an issue for further research.
